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Testimony in Support of AB 633
Establishing a Palliative Care Advisory Council

Thank you Chairman Tittl and fellow members of the Assembly Committee on Mental Health for
allowing me to testify before you today on Assembly Bill 633, a bill that will establish a Palliative
Care Advisory Council in our state. It has been an honor working with Senator Moulton on
legislation that will improve the quality of life for those who are suffering from a chronic or
terminal illness.

Palliative care is specialized medical care that works to reduce pain and improve the quality of
life for a patient and their loved ones. As patients and their doctors have begun to see how
effective palliative care can be, it has’become a growing part of our medical treatment
systems. In 2015, the Center to Advance Palliative Care found that 67 percent of U.S. hospitals
with fifty or more beds have palliative care teams, up from 63 percent in 2011 and 53 percent in
2008. Provided in conjunction with other appropriate medical treatments, including curative
care, palliative care has been proven to be cost effective by lowering overall health care costs
and improving health care outcomes for patients. A study published in Health Affairs healthcare
journal found that in four New York state hospitals, Medicaid patients who received palliative
care incurred nearly $7,000 less in hospital costs per admission than patients who didn’t receive
palliative care. As the demand for this specialty continues to grow, it is important our state
proactively examines ways to improve access to palliative care for patients who are in need.

Modeled after legislation introduced by many states across our country, including our
Midwestern neighbors in Minnesota, Indiana, and Ohio, this proposal creates a Palliative Care
Advisory Council tasked with evaluating the impact of palliative care and areas in which it can
be improved. The council will consist of physicians, healthcare professionals, advocates,
hospital administrators, and medical students that will consult with and make policy
recommendations to the Department of Health Services and the legislature through a biennial
report. The council will meet at least twice a year and, when possible, hold their meetings in
different geographical areas across the state, both urban and rural, to better learn about access
to palliative care and quality in all communities.

As Wisconsin’s population continues to age, it is critical we begin to have these important
conversations now. A Palliative Care Advisory Council will ensure our state is working to provide
the highest quality of life for as long as possible for those who are suffering from disease and
illness. Assembly Bill 633 is an opportunity to join with the many states across our country to
examine and assess access to palliative care and its impact on Wisconsin's patients. | ask you
to join me in supporting AB 633 and would be happy to answer any questions you might have.
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Mr. Chairman and members of the Mental Health Committee,

Thank you for taking the time this morning to consider the series of bills before you today aimed at
improving the lives of those with Alzheimer’s, dementia, other significant diseases, those in need of palliative
care and their caregivers.

While driving to the capitol today, I saw a billboard on East Washington Avenue that stated that 7,000
people in Dane County are living with Alzheimer’s disease. In this county alone, there are 7,000 people who
need care, or are already being take care of by a family member or in a dementia friendly facility. All of the
counties in Wisconsin and all of our legislative districts have people suffering with this debilitating disease and
all of our districts have family members are caring for them. All of us are touched by this disease, and that’s
why we’re here today. Alzheimer’s is the 6th leading cause of death in the United States, and it’s the only one
is incurable. More than 5 million Americans are currently living with Alzheimer's, which includes 110,000
Wisconsinites. Every 66 seconds, someone in the United States develops this disease and deaths from
Alzheimer's disease have increased by 89% since 2000. Alzheimer’s is the 6th leading cause of death in
Wisconsin. In 2017, Alzheimer's-and other dementias will cost this country $259 billion. By 2050, these costs
could rise as high as $1.1 trillion as a projected 16 million people could be living with Alzheimer's.

The effects that this disease can devastate individuals and families and while we can't cure Alzheimer's
and dementia here, we can ease the burden of the family members and improve care for those living with the
disease. '

Today’s package of bills builds on the successful efforts of the legislators from the Speaker’s Task Force
on Alzheimer’s and Dementia from the prior session. My staff and I have been working on this package of bills
for many months now and have met with a variety of groups that advocate for senior citizens and aging
populations, many health advocacy groups like those with Alzheimer's and dementia and cancer, pro-life
groups, faith-based advocacy groups, as well as doctors in the palliative care field. With their help, we've
crafted the package of bills that we're speaking about today. Many of those groups are here today, and you'll
have a chance to speak and ask questions of those experts from organizations dedicated to helping these
individuals.

The first bill I would like to speak on is Assembly Bill 629 Uniform Adult Guardianship Jurisdictions:
Currently, 45 States, the District of Columbia, Puerto Rico and the US Virgin Islands have Uniform Adult
Guardianship laws, making Wisconsin one of five states without them. Adult guardianship is the process




through which a court appoints a guardian for another adult, who is unable to make important decisions for
themselves. Once appointed, the guardian may make decisions for the incapacitated person that relate to that
person’s health, well-being, and economic interest. However, in our increasingly mobile society, not all court-
appointéd guardians live in the same state as the person to which they are assigned. Differences in states’ adult
guardianship laws and limited communication between states and courts create a barrier to addressing
caregiving issues. Adult Guardian Jurisdictional questions may arise in situations involving snowbirds, long-
distance caregiving arrangements, even the rare incident of elderly kidnapping. Adding Wisconsin to the list of
states with Uniform Adult Guardianship laws will simplify the process for determining jurisdiction between
multiple states, and establishes a framework that allows state court judges in different states to communicate
with each other.

Wisconsin’s Silver Alert has been issued nearly 200 times and has been successful in ensuring that 96%
of people are returned to their home, to their families or their caregivers safely. Assembly Bill 628 is a small fix
to the Silver Alert similar to a bill that passed the Assembly last session but did not make it to the Govemnor's
desk. This bill would allow the Department of Transportation to do a follow up to situations where a credible
Silver Alert is placed on someone who is driving to investigate whether. This fix would make the Silver Alert
maintain the integrity of the Silver Alert program and more useful and successful.

Assembly Bill 630 would create a 40-hour voluntary certification for CNAs, nurses and assisted living
center administrators with the goal of improving caregiving for individuals with Alzheimer’s and dementia,
creating new opportunities for professional development and helping facilities attract and retain new workers.
This bill would ensure that everyone using the term “Certified Dementia Specialists” would have a standard
knowledge base. Those looking to place their loved ones in care facilitates would know that a “Certified
Dementia Specialist” completed a state-sponsored training program. A certified dementia specialist would be
trained in the challenging behaviors and situations that often arise with a patient with Alzheimer’s and
dementia. The goal of this bill is twofold, providing care for those will Alzheimer’s and dementia and allowing
professional caregivers to develop a stronger skill set to improve their careers. This bill was part of the Speakers
Task Force package last session but did not make it to the governor’s desk.

Across the country, 15 million Americans provide unpaid care for people with Alzheimer's and other
dementias, that is more people than the number of people who are employed by Walmart, the country's largest
single employer. These caregivers provide an estimated 18.2 billion hours of care, valued over $230 billion.
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And that's just for Alzheimer's. Those numbers grow even higher when accounting for family members caring
for loved ones with other devastating illnesses. Imagine if the cost of that caregiving was to fall on the backs of
our government and taxpayers instead of on those families. '

Caregiving is physically, mentally and financially exhausting but family members often must step up
and take care of their aging relatives as the cost of professional nursing home care is even more burdensome
and cost prohibitive that at home care. Individuals who leave the workforce to care for a sick or dying family
member lose hundreds of thousands of dollars in salary and benefits.

Assembly Bill 631 would allow caregivers to claim up to $1,000 in caregiving expenses on their taxes if
their income is below $75,000 as a single person or $150,000 as a married couple filing jointly to help ease the
burden of caregiving on families.

While we recognize that the fiscal note on this bill is high, we’re glad we’re starting this discussion. We
believe that returning some money for caregiving to the caregivers will help them better take care of their loved
ones, improve their financial situation and return that money to the economy.

Thank you for your consideration on these bills as well as the others that are being discussed here today.
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Thank you Chairman Tittl and members for allowing me to testify on Assembly Bill 633 this
morning. I am grateful for the opportunity to work with Representative Snyder on this important
piece of legislation.

Palliative care is care given to an individual with a terminal illness whose illness is no longer
responsive to curative treatment. Care includes services from doctors and skilled nurses, as well
as medical social services and bereavement services. Physicians, staff and volunteers work with
patients and their family to reduce pain and other physical symptoms and care for patient’s
psychological and spiritual needs. Palliative care does not hasten or postpone death, rather it
affirms life by improving quality of life for patients facing a non-curable condition.

Palliative care is a growing need in Wisconsin and as our population ages, so does the need for
patients, family and caregivers to understand palliative care and the options that exist for them or
their loved ones.

Assembly Bill 633 would allow Wisconsin to join 21 other states in establishing a Palliative Care
Advisory Council of doctors, healthcare professionals, patients and advocates. The Palliative
Care Advisory Council would work directly with the Department of Health Services to evaluate
palliative care in Wisconsin, assess palliative care’s impact on patients and their families, and
discuss ways that palliative care can be improved. The Council would submit a biennial report to
the Wisconsin Legislature and work directly with the Department of Health Services in an
advisory capacity to improve patient awareness and understanding of palliative care.

Assembly Bill 633 is a wonderful opportunity to join the efforts of 21 other states and the federal
government in proactively assessing palliative care, its growing need, and its impact on
Wisconsin. Please vote to recommend passage of Assembly Bill 633 and help us serve
Wisconsin families by taking this issue head on.
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Chairman Tittl, Vice-Chair Jagler and members of the Committee,

Thank you for inviting me to speak today around this important package of legislation aimed at making
Wisconsin a more dementia capable State. | am Tim Harrington, Advocacy lead for the Alzheimer’s
Association in Wisconsin. | am speaking today on behalf of the other two Alzheimer’s Association
Chapters, The Greater Wisconsin Chapter and the South Central Chapter. Together we support
Alzheimer’s Association programs and services, awareness activity, advocacy and research support in
every county of the State of Wisconsin.

Itis not an exaggeration to say the State of Wisconsin, like every in the U.S,, is facing a public health
crisis when it comes to Alzheimer’s disease and related dementias. There are currently over 115,000
people living with the disease in Wisconsin, out of over 5 million nationally, and the Department of
Health Services predicts this number will grow by 68% in less that 20 years to over 190,000. These
demographic numbers play out in different ways in different parts of our State. For example, currently
only two counties, Door and Vilas have more than 27% of the population over the age of 65, mainly due
to a higher concentration of retired people. By 2035 however, 25% of the population will be over 65 in g
the entire northern tier of counties, and no Wisconsin county will have less than 20% of the population ok
over 65. This poses issues across the State, but especially in rural Wisconsin. As the children in a family
go off to school and find jobs elsewhere, older adults can become increasingly isolated. Recent surveys
indicate that as many as 30 percent of Wisconsinites with Alzheimer’s live alone in their communities.
This growth is due to several factors including increased longevity, the aging Baby Boomer population

and the increasing racial and ethnic diversity of our State.

Alzheimer’s and Dementia
Dementia is a medical term used to describe a series of symptoms related to cognitive performance that

impacts with daily living in areas such as memory, judgment, planning, decision making, emotional
control, and language. Dementia itself is not a diagnosis. There are many causes of dementia in older
adults. Some of the causes of dementia are treatable such as urinary tract infections, vitamin and
thyroid deficiencies, medication interactions, and other health concerns. Alzheimer’s disease is the

leading cause of dementia, accounting for over 70 percent of all cases, followed by Vascular Dementia
which is related to circulatory problems such as stroke, Lewy Body Dementia, Frontal Temporal
Dementia, Creutzfeldt-Jakob Disease and others. All of the non-treatable dementias destroy brain tissue,
are fatal and result in death. Alzheimer’s disease by itself is the 6" leading cause of death in the United
States. Alzheimer’s disease is irreversible and always fatal. There is currently no proven way to prevent,
treat or even slow the disease progression of Alzheimer’s disease.
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Diagnosis, Symptoms and Warning signs

Currently in the US, the average age of diagnosis is in the early to mid-70’s, Persons with the diagnosis
and their care partners face a long journey that has been referred to as the long goodbye. A major
national goal of the Alzheimer’s Association is to identify and treat persons with Alzheimer’s and
dementia as early as possible in the disease process, , where the person and their care partners can
become better connected to resources and better prepared for the years ahead. Early detection
matters.

Family Caregiving

The majority of unpaid caregivers are the sons and daughters of the diagnosed individual, the so-called
“sandwich generation,” and 81 percent report being employed at the start of caregiving. 15 percent of
dementia caregivers had to take a leave of absence, 13 percent had to go from full to part time, and 9
percent quit their jobs completely after assuming caregiving roles.

For some caregivers, the demands of caregiving may cause declines in their own health. Evidence
suggests that the physical strain and emotional stress of dementia care provision is much higher than
caregiving for an older adult without dementia, and increases the caregiver’s susceptibility to disease .
and other health complications.

Emotional and practical support, counseling, resource information and educational programs about
Alzheimer's disease all help a caregiver provide the best possible care for a loved one. Through training,
caregivers can learn how to manage challenging behaviors, improve communication skills and keep the
person with Alzheimer's safe. Research shows that caregivers experience lower stress and better health
when they learn skills through caregiver training and participate in support groups, online or in person.
Participation in these programs and groups can allow the person with the diagnosis to remain at home
for a longer period of time.

Medical, Health Care, Research and Public Health Issues

The medical treatments available for Alzheimer’s today only work on the symptom of memory loss and
do not slow the underlying disease process. As indicated earlier, diagnostic rates for Alzheimer’s disease
are not consistent with the number of people with cognitive decline, partly due to stigma and partly due
to the difficulty of making an accurate diagnosis and the lack of effective treatments. The unfortunate
consequence is that many people do not seek help, and many doctors may not make a thorough
assessment even when they suspect a problem. This can lead to reversible forms of dementia that go
untreated, and can also make it more difficult for the person and the family to begin financial and legal
planning to prepare for the future. Scientists now know that for the person who develops the symptoms
of Alzheimer’s by age 70, brain changes were occurring for at least 20 years. In the future, we hope to
have effective treatments that slow or reverse the course of the disease, and a reliable biomarker that
helps identify the people who are developing the disease, even when they are still largely asymptomatic.
Coupling those two advances would lead to the ability to prevent or substantially delay the most difficult
stages of the disease.

Until that day arrives the Alzheimer’s Association is encouraging states to see Alzheimer’s disease as a
public health issue, and to take public health steps to raise awareness in local communities that can lead




























































































































